Bridging the divide between law and palliative medicine
Law, in the context of healthcare, is regularly perceived as being adversarial, complex, and esoteric. For instance, the spectre of medical negligence has traditionally led to a degree of tension between healthcare professionals and the law. Yet, the normative role of law is influential in shaping our personal and professional interactions, it shapes our relationships with public and private institutions and through standards and norms it defines acceptable conduct. All of which might lead a person to conclude that law is rigid and unbending. Whereas, the reality is that law is malleable and can serve as an efficient tool for advocacy.
In the June 2019 edition of Palliative Medicine, Nancy Preston contributed an editorial titled 'How should palliative care respond to increasing legislation for assisted dying?' In this she stated that 'Palliative care clinicians and researchers tend to react to media coverage of public stories and increasingly parliamentary debates, rather than proactively shaping the debates'. 1 The editorial closed with the line, 'Palliative care needs a voice at the table'. 1 This leaves open the question of how that voice is to be effectively developed, captured and disseminated. In this editorial, it is argued that the answer lies in much closer and deeper engagement from the palliative care community with law, particularly the area of human rights, at a local and national level. Such a development should not be confined to the topic of euthanasia. Greater human rights engagement has the potential to provide a means by which to address and reconceptualise issues of inequality, resourcing, pain management and the positioning of palliative medicine in the wider healthcare system.
The relationship of law and palliative care
As palliative care has emerged over time, its relationship to law has understandably changed. It is now the subject of much greater legal attention, at both national and international levels, as demonstrated by developments in human rights and legislation. At the international level, the human rights dimension of palliative care has been acknowledged in Lancet Commission reports, 2 international covenants 3 and declarations. 4, 5 These forms of high-level advocacy have an important role in shaping priorities, goals and advocating for the development of palliative services. Yet, given their broad focus, recommendations are often at a relatively general level. In contrast, an approach grounded in the national or local context can reflect the contours of the domestic legal framework and can take account of the human rights instruments which have been incorporated in the jurisdiction thereby allowing for a greater level of specificity and influence.
Jurisdictions such as France and New York State have enacted legislation which specifically addresses aspects of palliative care, while the most recent attempt at legislating for palliative care in England and Wales was stymied by the proroguing of Parliament. Legislative milestones for palliative care in France include Law No. 99-477 from 1999 which guarantees a right to access palliative care, the Kouchner law of 2002, Leonetti's law of 2005 and the Claeys-Leonetti law of 2016. 6 Palliative care in New York State is, in part, informed by the Palliative Care Information Act and the Palliative Care Access Act. These examples illustrate the versatility of law and the way in which it can be used to shape pain management, the provision of information and access to care among other areas. It follows that such laws should be informed and shaped by the palliative care community. In order to bridge the medico-legal divide and to fully realise the potential offered by law, it is suggested that palliative care clinicians and researchers should increasingly reflect and proactively engage with the human rights dimensions of their work.
Human rights serve as a pole star to guide behaviour. These legally defined standards, agreed by states and international organisations, provide a floor of protection below which duty-bearers cannot fall. Marshalling the broad range of human rights allows for the formulation of more detailed rules and standards which can shape the provision of healthcare as illustrated above. This can be supported by incorporating human rights in health research. This narrows the divide between law and health and can inform the development of legislation and policy. Significantly, the use of a human rights lens may uncover additional impediments to palliative care and serve as an impetus for broader regulatory change. Such an approach signals a move from an abstract conception of law to one in which legal determinants of care are explored in a local context thereby creating the potential for law to be directly shaped by and for the benefit of palliative care stakeholders.
Developing the voice at the table
The challenge of incorporating human rights in palliative care research is apparent and such an approach will not be applicable in every instance. There must, of course, be 882287P MJ0010.1177/0269216319882287Palliative MedicineEditorial editorial2020 Editorial Palliative Medicine 34 (1) a suitable environment in which greater engagement with human rights can be advanced. For this to be achieved, healthcare professionals should take account of factors such as education and training, interdisciplinary connections, recognition of the scope of human rights and the influence of rights-holders as set out below.
Human rights are not confined to legislation or international covenants. Human rights are already a part of palliative care and are embedded in professional codes of conduct and ethics. However, enhancing the knowledge of these rights is key to effectively incorporating them in any research agenda. Education and training initiatives are required to promote greater awareness of human rights among the palliative care community. 7 This knowledge can be complemented through interdisciplinary connections with legal experts and policy analysts. This requires the building of 'disciplinary bridges' 8 and is advanced by mutual understanding and an appreciation of how various competencies can coalesce around a research objective. In effect, interdisciplinary work can support research planning, design and analysis.
The second point to highlight in developing a stronger voice for palliative care, is the need to take full advantage of the breadth of human rights. Discussion of human rights in palliative care has often been confined to issues of pain management. This narrow approach fails to capture the full potential of human rights. The palliative care community should therefore consider the potential application of a human rights lens to issues such as healthcare financing, access to out-of-hours services, the availability of palliative care for persons with an intellectual disability, advance care planning and decision-making and symptom management in paediatric palliative care. The scope of human rights is such that it provides a powerful tool to reconceptualise challenges and inequalities within palliative care.
Human rights can also empower the patient as a rights holder. It can amplify the voice and experience of persons impacted by the law. Williams and Hunt identify two main functions of human rights. 9 The first function is technocratic and legal. The second function is described as 'empowering entitlements to be claimed by people to address inequalities arising from power imbalances and inequities'. 9 This provides a space and a platform for healthcare professionals to advance compelling patientcentred advocacy.
The use of a human rights lens in palliative care research is not a radical suggestion yet it may open new avenues for impact, new funding opportunities due to interdisciplinary connections, it offers the potential to reinvigorate professional debates, and it provides a way of framing issues in palliative care as clear political and moral imperatives within the State.
Conclusion
The way law and human rights shape palliative care must be accounted for and scrutinised. Whether explicitly recognised or not, human rights have always had a place at the heart of palliative care as it is a practice which aims to respect, protect, and promote the inherent dignity of the individual. Through the legal, political and moral weight afforded to human rights they can be influential in shaping discourse and defining key priorities. This is the potential offered by closer and deeper engagement with human rights. There are challenges in applying a human rights-based approach, but it offers the possibility of greater control and an opportunity to use law as a tool for change.
